
 
 

 

 

 

 

ERN Symposium - 24 January 2018 
LUMC – Lecture room 5 

 

14.00 – 14.10 
Opening & importance ERNs for LUMC 

Willy Spaan (chair of the board of directors, LUMC, NL) 

14.10 – 14.35 
ERNs: the correct perspective & update 

Alberto Pereira (coordinator Endo-ERN, LUMC, NL) 

14.35 – 15.00 
Patient’s involvement in ERNs 

Matt Boltz-Johnson (Healthcare and Research Director, EURORDIS, Germany) 

15.00 – 15.30 Coffee and tea break 

15:30 – 15:45 
ICT: CPMS & Registration ‘ad bron’ 

Martin Kalshoven (Manager Information Management & Architecture, LUMC, NL) 

15:45 – 16:00 
LUMC as the shining example of FAIR for ERNs 

Marco Roos (BioSemantics group, Human Genetics department, LUMC, NL) 

16.00 – 16.40 

 
Updates (Short Pitches) ERNs  

EURACAN - Hans Gelderblom 
EuroBloodNet - Cees Harteveld 
ERN-BOND - Neveen Hamdy 
EURO-NMD - Umesh Badrising 
Endo-ERN & - Nienke Biermasz 
ReConnet  
ERN EYE - Camiel Boon 
ERN LUNG - Jan Stolk 
 

16.40 – 17.00 
Wrap up & plenary discussion 

Alberto Pereira (coordinator Endo-ERN, LUMC, NL), all 

17.00 – 17:30 Closing drinks 

 

 

Information & registration: RareEndoERN@lumc.nl  
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